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Abstract
Background: Quality of life is considered a crucial component to the well-being of patients with Down syndrome. The strength of quality 
care through stable social and psychological interactions has built a framework for a positive well-being for patients with Down syndrome, 
improving their quality of life. Case: A 55-year-old African American female with a history of Down syndrome, congenital heart disease, and 
newly-diagnosed early onset Alzheimer’s disease presented with an arm contusion resulting from regular caretaking. The patient’s history 
was reviewed, and the complexity of her condition was discovered. While a subset of Down syndrome patients have cardiac complications 
and others have early-onset Alzheimer’s, our patient had both. We believe this complicated her condition. After the diagnosis of Alzheimer’s 
was made, the caregivers noticed a significant decline in her ability to communicate and continue day-to-day activities. Despite the decline 
in functions, a positive mood was apparent. Conclusion: Multiple medical interventions, along with strong family support, positively contri-
buted to the patient’s quality of life. Therapies targeting cognition could result in the maintenance of quality of life and, ultimately, lower 
health care costs.
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Introduction
Quality of life is considered a crucial component to the 
well-being of patients with Down syndrome. Down syn-
drome treatment should include quality of life improve-
ment measures because although an increase in longevity 
may not be observed, maintained communication and so-
cial interactions can.1 The strength of quality care through 
stable social and psychological interactions has built a 
framework for a positive well-being for people living with 
disabilities.2 Quality of life is increasingly being recogni-
zed as a measuring tool to assess the progression of di-
sease.3 Within the definition, quality of life encompasses 
the overall environment and includes the families and 
friends of Down syndrome patients who provide the hi-
ghest degree of care. Through lifestyle modifications, me-
dical interventions and strong support networks, patients 
with Down syndrome can increase their life expectancy.4 
In this paper, we demonstrate how quality of life is impor-
tant to Down syndrome patients and why quality of life 
is an important measurement in treating these patients.
The Case
Our patient was a 55-year-old African-American female brou-
ght into the Emergency Room by her father (primary caregiver 
who gave informed consent for this report) in September 2012 
with concerns about a large contusion on her arm from routine 
caregiving. Her past medical history included Down syndrome 
(1961), mitral valve dysfunction (family could not recall time 
of diagnosis), and cerebrovascular accident (2010). Patient had 
no known allergies. Medications included: miconazole (Monis-
tat), warfarin (Coumadin), pantoprazole (Protonix), zinc oxide, 
phenytoin (Dilantin), protamine sulfate, digoxin (Digox), and 
acetaminophen (Tylenol). Surgical history included two pros-
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          Key Points:
• Quality of life can be difficult to assess, therefore regular interaction 
with patients is necessary.
• Comorbidities play a significant role in the lives of Down syndrome 
patients and can affect their overall quality of life.
• Allowing Down syndrome patients to be interactive and participate in 
daily activities is important for their well-being.
• Positive environments with clear and constant communication play 
a crucial role in establishing improved quality of life among Down 
syndrome patients.
• Quality of life should be taken into consideration when assessing the 
effectiveness of treatment.
thetic valve placements (family could not recall time of sur-
gery, but associated it with mitral valve dysfunction diagno-
sis), Medtronic AT5000 series cardiac pacemaker implantation 
(2005), supraventricular ablation (2009), and G-tube placement 
(2012). 
The patient’s father was alive and well at 79 years old, while 
her mother was 24 years old when birthing her and died at 43 
years old from metastatic breast cancer. The patient’s paternal 
grandmother had Alzheimer’s disease. The patient lived with 
her father and sister (another caregiver giving informed con-
sent). She was born overseas, had never been employed, but 
did attend sheltered workshops. She thoroughly enjoyed regu-
larly attending church. Her family denied any alcohol, tobacco, 
or illicit drug use.
During a home visit in October 2012, we observed our patient, 
who was bed-bound and unable to communicate her needs 
effectively, receive exceptional family care. The patient had 
24-hour care by her father and daily visits by her sister and 
a nurse supplied by the hospital. They constantly integrated 
her into conversations and daily tasks, thereby improving her 
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independence; this was beneficial through her noticeable posi-
tive mood. During our time with her, we observed her gain the 
skills to feed herself and very minimally converse. Her father 
and sister were vigilant about tending to her and ensuring that 
she try and at least maintain her new skills. They ensured 
prompt organization of appointments for her cardiac surgeries 
and follow-up appointments at the hospital and with our team.
Discussion
Family Care and Deinstitutionalization
Quality of life can be deemed as subjective; however, it is in-
creasingly being recognized as an asset in the monitoring of 
disease progression.5 Strong family support, solid communi-
cation, and long-lasting friendships have all contributed to in-
creasing the quality of care for patients with Down syndrome. 
Continuous support and attentiveness by the patient’s father 
and sister allowed the patient to be interactive and learn new 
tasks. They carefully monitored her, yet allowed her to practice 
independence by interacting with the people in her commu-
nity and attending church. This added to her quality of life. 
Time spent with her family provided us insights on her ability 
to properly communicate with caregivers and their ability to 
appropriately interpret her requests. A positive environment 
empowers Down syndrome patients to continue to learn and 
teach themselves small tasks in their daily lives.6 External fac-
tors such as socioeconomic factors, strong community support, 
and proper daily resources all influence the overall well-being 
of patients with Down syndrome and increase their ability to 
function to their maximum capacity.7 Quality of life involves 
family, environmental and emotional support.
Strengths and Limitations to Our Approach
For six months, our group made multiple home visits and in-
teracted with the caregivers to better understand her changing 
medical status. Over time, it was clear her condition was beco-
ming more complex. As her cognition declined, we relied more 
on the caregiver’s interpretation of her feelings. Throughout the 
six-month follow-up period, we maintained constant communi-
cation, tracked patient’s progression, and witnessed the impor-
tance of a positive environment and family support. Historical 
data gathering was limited by incomplete hospital charts, lack 
of verbal communication by the patient, and difficulties with 
data recall by the family.
Conclusion
It is our belief that a combination of advanced medical in-
terventions and support greatly improve the quality of life in 
Down syndrome patients. Treatment of comorbidities, thera-
pies targeting cognition, and added support for patients with 
Down syndrome help increase their involvement in daily activi-
ties, social bonding, and quality of life.
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